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1.  Summary of findings  
___________________________________________________________________ 
 
 
From September - November 2012 the National Involvement Partnership (NIP) consulted 

with 114 service users and carers at ten consultations to inform the NIP standards for 

service user and carer involvement called Purpose, Presence, Process, Impact (PPPI). 

 
Groups we consulted with in chronological order were: 
 
Catch-A-Fiya (Lambeth, London), Launchpad (Newcastle), North East Lincolnshire 

Independent Mental Health Forum (Grimsby), developing partners cic (Stockton on Tees), 

Kensington and Chelsea Service User Drug Reference Group (London), Camden Frontline 

(London), Lambeth Service User Council (London), Genesis in Touch (Leicester), African 

Caribbean Community Initiative (Wolverhampton) and EKTA (Harrow, London). Over 50% 

of participants were from Black and Minority Ethnic communities. 

 
Participants listed the following examples of their involvement: 
 

 Electing Chief Executive of community interest company that ran local mental 

health services and electing Board members to scrutinise services’ day to day 

running. Banning Control and Restraint including on inpatient wards 
 Developing evaluation tools for a social support group 
 Interviewing staff at job interviews 
 Participating in consultations on the physical layout of wards 
 Developing and delivering training to statutory services 
 Developing educational resources 
 Sitting on committees and on programmes including Delivering Race Equality 
 Participating in research 
 Co-commissioning services 
 Providing services like ward visits 
 Working for an anti-stigma campaign 
 Lobbying Councillors and MPs 

 
Motivations for involvement included:  

 Improving services 
 Furthering personal recovery 
 Developing social contacts and specific skills 
 Furthering a specific cause 
 Inspiring hope in others that recovery was possible 
 Getting paid 

 

 

Participants offered the following feedback on the PPPI standards: 
 
General 
 

 Develop positive relationships over time with services/support groups, characterised 
by equality, respect and being non-judgemental 

 
3 



 
 
Purpose (having a clear purpose clearly articulated to all concerned):  

 Commitment to involvement needs to be genuine not tokenistic 
 Acknowledge value of service user/carer involvement 
 Broaden the definition to include involvement in one’s personal care 
 Be more explicit about recovery and self-development being a purpose 

 

Presence (having service users and carers present at each stage of a project or every level 
of an organisation):  

 Target involvement at those with direct experience of a service being consulted on 
 Involve people from marginalised communities more to help understand marginalised 

communities’ needs better 


 Acknowledge the existence of structural racism in society and in services in order 
to build trust with BME people so they feel more confident about getting involved 

 Involve service users and carers at all stages, from development to evaluation 
 Give service user champions a seat at top level strategic decision making 
 Don’t assume that a service user is representative of a wider group of people 
 Involve people who understand legal and organisational levers for involvement 


 (to service users/carers) representing a bigger constituency/group will make it 

more likely you are taken seriously 

 

Process (issues relating to the experience of involvement as a process, covering things 
like: recruitment and selection, support and training and payment): 
 

 Engage better with diverse communities, including multiply marginalised 

communities (e.g. gay people from a BME community, or people with mental health 

issues who also access drug and alcohol services) 
 Make involvement appropriate and accessible to peoples’ cultural values 
 Support the infrastructure for involvement including user and carer groups 


 Services should develop long term positive relationships with service users and 

carers and offer support (if necessary) before, during and after involvement 
 Offer proper training for involvement 
 Offer the right level and type of support depending on the nature of the involvement 
 Offer necessary material resources e.g. mobile phones if necessary 
 Give adequate time for participants to prepare for meetings etc. 
 Minute service user contributions at meetings 
 Demonstrate commitment to valuing people, fairness, transparency and inclusion 
 Make involvement interesting and allow creative expression during involvement work 
 Avoid important festivals/religious holidays when setting meeting dates etc. 
 Be aware of the impact of drugs on peoples’ ability to participate 
 Use non-stigmatising language 
 Reward and recognise people in a way that is fitting for them 


 This includes paying people for involvement fairly and promptly, in a way they find 

convenient 


 Develop an involvement charter with recognised standards for involvement and 
monitor and evaluate its impact 

 
Impact (the difference the involvement activity made):  
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 Ensure service users and carers help define the difference involvement should make 

and also involve them in defining how it should be measured and to measure impact 

itself 
 Link impact to terms of reference right from the very beginning of the process 
 Relate impact to personal recovery journey 
 Highlight the value of involvement to services including cost effectiveness 


 Highlight the value of involvement to service users/carers e.g. in terms of 

social integration and recovery 

 
Identified next steps for NIP in developing and rolling out the standards: 

 

 Develop the standards to ensure they are relevant to the needs and experiences of 

all communities, including marginalised BME communities. This is important because 

these communities are having their infrastructure for involvement (user and carer 

groups) disproportionately cut back 


 Develop robust arguments for the value of involvement to encourage sign up 
by services and support providers 

 Set up robust monitoring and accreditation systems for the Standards 
 Map the key organisations in each area and nationally who we want to sign up to the 

standards 


 Develop alliances with other disability groups to develop and promote the 
Standards under a pan disability banner 

 

2.  Background to the work & the PPPI standards  
_________________________________________________________________________ 

 
The National Involvement Project (NIP) is an alliance of Afiya Trust, NSUN Network for 
Mental Health and Social Perspectives Network. The Project aims to strengthen service user 
and carer influence on the services and support they use for their mental health and 
wellbeing needs, and to enable services and support organisations to benefit from the 
expertise of service users and carers to improve their services and support. 

 
The National Involvement Project was formed in 2009 to encourage service users and carers to 
get involved in and inform the work of the National Mental Health Development Unit. To find out if 
the National Mental Health Development Unit were going about involving people in a truly 
enabling way, the Project developed Standards identifying four key ingredients to enabling 
successful and meaningful involvement to happen. These were summarised as 
Purpose, Presence, Process, Impact (PPPI): 

 
PURPOSE – having a clear purpose for the involvement work, with everyone knowing 
their role, and why service users/carers are being involved, and all this clearly 
communicated to everyone 

 
PRESENCE – service users/carers are involved at each stage of a project/level of an 
organisation, and in different ways, with people for whom the service or support is aimed 
at well represented 

 
PROCESS – the experience of involvement for service users or carers, which includes 
such things as: recruitment and selection process, diversity and equality, support and 
training as needed, payment and feedback and clear communication throughout the 
involvement activities 
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IMPACT – what difference did the involvement work make in terms of : ethos of the 
organisation undertaking the involvement activities, its policy, service delivery or outputs 

 
The National Involvement Project then used these Standards to assess the quality of service 
user and carer involvement within the National Mental Health Development Unit. 

 
In 2011, when the National Development Unit and the role of NIP within it came to an end, it 
was decided that what was ideally needed was to build a sustainable, national infrastructure 
for involvement which would not be dependent on the funding of a specific programme or 
initiative for its continued survival. 

 
Developments in mental health and social care made this goal more necessary than ever. 
The cuts to welfare benefits and services, and the radical restructuring of health and social 
care, were endangering the continued focus on involvement work. Hard-pressed service 
user and carer groups as well service and support organisations were increasingly focusing 
on survival, with involvement sometimes being seen as an additional bolt-on. 

 
With this in mind, the National Involvement Project put forward a successful bid to the 
Department of Health, under its Innovation, Excellence and Service Development 
funding. The bid focused on developing a durable, national infrastructure and set of 
involvement Standards for organisations. These Standards would ask service users and 
carers to identify gaps and missing elements in the PPPI standards in the light of their 
own experiences. This would help make the Standards applicable to different 
communities, sectors and types of involvement activity. 
 
This second phase of the Project is named Involvement for Influence – Influence for 
Improvement and aims to: 
 
 
 

 Write a review on the literature and resources available around involvement 


 Build up and share a national database of contacts with examples of good 
involvement practice via the internet, regular newsletter and face to face events 


 Develop the PPPI Standards more fully through consulting with service users and 

carers 


 Ensure the Standards are applicable to a range of different communities including 
mainstream White communities and marginalised groups including Black and 
Minority Ethnic communities 


 Encourage service and support organisations to sign up to the Standards and 

put them into practice in their involvement work. This will help them undertake 
involvement in a more meaningful and effective way 


 Monitor and evaluate the impact of the Standards in three selected pilot areas where 

the Standards will be initially introduced (London, East Midlands and the North East) 
 
 
By doing this, Involvement for Influence – Influence for Improvement aims to contribute to 
realizing the vision of “nothing about us without us”, and to ‘hard wiring’ meaningful service 
user and carer involvement in the way services and support are developed and delivered. 

 
The Standards that Involvement for Influence – Influence for Improvement is developing are 
intended to be relevant to service users and carers from all ethnic groups and communities, 
including people from Black and Minority Ethnic communities, those who identify as lesbian, 
gay, bisexual and transgender, people from areas of socio-economic deprivation and 
refugees and asylum seekers. 
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It is clear that services often work in ways that exclude marginalised communities from getting 
involved. A useful reference in this respect is the report Dancing to Our Own Tunes: 
Reassessing Black and Minority Ethnic Mental Health Service User Involvement (Kalathil 2008, 
reviewed and reprinted 2011) commissioned by NSUN and Afiya Trust, which  
led to a Charter and Guidelines developed in consultation with BME service users. These 
highlight the need to have clearly defined roles, good information sharing and ongoing 
support and training for service users participating in involvement activities when 
necessary. 

 
The DTOOTS report emphasises the need for organisations to acknowledge structural 
racism on different levels - in society, within services and from generic (non BME specific) 
service user initiatives. Acknowledgement of these experiences, and steps taken to 
challenge racism, can help build trust and lead to increased involvement. However, ignoring 
the reality of structural racism can put BME people off involvement. Also underlined is the 
need to acknowledge the expertise of BME service users, both as service users with 
experience of mental distress and as BME people with experience of racism. Their unique 
lived experience should be consulted when defining what constitutes “quality” involvement 
as well as how it such involvement should be measured. 

 
The DTOOTS report, Guidelines and Charter will all be taken into consideration 
together with this report, in the development of the Standards. 

 
 
 
 

3.  How did we select participants for the consultations? 
 
___________________________________________________________________ 

 
 
To recruit participants for the consultations, we sent publicity through the NSUN, Afiya and 
SPN (the Project partners’) networks and at external events where we promoted the  
Involvement for Influence – Influence for Improvement work. As well as mainstream white 
communities, we sought to consult with diverse communities including BME communities, to 
ensure that in developing the standards we reflected diverse perspectives on involvement. , 

 
We got 95 responses of interest including some from facilitators of local user groups. Based 
on these we organised ten consultations around the country. In total this gave us 114 
participants. 

 
In selecting groups we were governed by a number of considerations. Ready-made groups 
with a dedicated facilitator/convenor who could help bring people together helped us save 
time in bringing individual people together. The Catch-A-Fiya consultations took place at a 
ready-made event, making it easier to organise in view of our time and budget. All but one 
of the consultations (in Wolverhampton) took place in the three NIP pilot sites (London, the 
North East and East Midlands). We also wanted to reflect the experiences and opinions of 
BME service users because of the effect of structural racism on their involvement and their 
high level of dissatisfaction with the services and support they access. 

 
Information about groups we consulted with 

 

Name of group Date Location No. of Website 
   part’s  

Catch-A-Fiya 24/09/12 Lambeth 15 http://www.afiya- 
  London  trust.org/index.php/our-work/mental- 
    health/155-catch-a-fiya-network.html 

    7  



Catch-A-Fiya 24/09/12 London 9 Ditto 
  Lambeth   
     

Launchpad 16/10/12 Newcastle 9 http://launchpadncl.org.uk/ 
North East Lincolnshire 17/10/12 Grimsby 7 n/a 
Independent Mental     

Health Forum     

developing partners cic 19/10/12 Stockton 10 http://www.developingpartners.org.uk/ 
Kensington & Chelsea 31/10/12 London 15 www.camdenfrontline.org.uk 
Service User Drug  boroughs   

Reference Group,     

Camden Frontline &     

Lambeth Service User     

Council     

Genesis 2/11/12 Leicester 11 Being constructed 
African Caribbean 6/11/12 Wolverha 17 http://acci.org.uk/ 
Community Initiative  mpton   

(ACCI)     

EKTA 8/11/12 Harrow 12 n/a 
  London   

EKTA 13/11/12 Harrow 13 n/a 
  London   
 
 

4.  Who did we consult with? 
 
___________________________________________________________________ 

 
 
The National Involvement Project consulted with people from diverse ethnicities and age 
groups and also different sexual orientations. Further details about the people we consulted 
with are given in Section (12) below. 51 out of the 94 people we consulted with (aside from 
the Catch-A-Fiya consultations where we did not record demographic data) said they were 
from various BME communities. It is likely that the 20 people from the BME service user 
event hosted by Catch-A-fiya were also from BME communities but we did not record this. 

 
With the information gained we wanted to identify both the core characteristics of good 
involvement for all communities, and to highlight any specific issues around involvement 
faced by different diverse groups. 

 
As well as ethnicity, people from other diverse and marginalised groups were also 
represented. These included refugees or asylum seekers, who have experiences of being 
multiply marginalised and sometimes barred from accessing some services, people whose 
first language is not English, and people who use drug and alcohol services and who also 
experience mental distress. 

 

 

5.  Running the consultations  
___________________________________________________________________ 

 
Two people co-facilitated each consultation and a total of four people facilitated the ten 
consultations. These all have direct experience either as carers or mental health service users 
and introduced themselves as such. This helped to develop the trust of the participants. At the 
beginning of each consultation, aims and objectives were outlined, and then participants were 
asked the questions on the consultation format (see appendices). The final eight consultations 
lasted approximately 2 hours 15 minutes including overview, ground rules and breaks. The two 
Catch-A-Fiya consultations, which took place as part of an 
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event organised by Catch-A-Fiya, lasted a much shorter 40 minutes, so we gave an 
abridged version of the aims and objectives and only focused on Question (4) from 
the session plan (see Appendix C). 

 
The consultation questions focused on participants’ positive and negative involvement 
experiences, and also asked participants to feedback on the PPPI standards and what they 
felt needed to be amended in the light of their own experiences of involvement. Their 
answers were written up on post its and put up on the wall as prompts for further 
discussion. A recording was also made of the Newcastle, Grimsby, Stockton, Vauxhall, 
Leicester and both Harrow consultations and these recordings were thematically analysed. 

 
All participants other than participants at the Catch-A-Fiya consultations were paid £30 in 
High Street vouchers and travel costs were reimbursed. Refreshments were provided. For 
one of the consultations (Grimsby) there was a separate session in which the background of 
the NIP work was presented before starting the consultation itself. 

 
At the end of each of the final eight consultations, participants completed an evaluation and 
demographic data form. The feedback to this is given in Section (13) below. However, we 
were not able to collect evaluations or demographic data for the two Catch-A-Fiya 
consultations. This means that the number and percentage of BME service users we 
consulted is even higher than that given in the demographic information provided. 

 
After each consultation, the notes of the two co facilitators were used to fill out a pro-
forma for each consultation. These pro-formas, together with the thematic analysis of the 
consultation recordings, were then brought together to write this report. 
 

 

6.  What lessons did we learn with the organisation of consultations?  
_________________________________________________________________________ 

 
93% (87 participants) said they found the consultations useful. 73% (69 participants) said 
they didn’t find it difficult to participate. In addition to taking on board participants’ comments 
we made the following observations: 

 
A clearer acknowledgement of involvement in personal care as a type of involvement was 
necessary as not everyone understood that it was a type of involvement in its own right, 
as well as sometimes being the catalyst for broader based involvement affecting the wider 
community. 

 
Some groups needed prompting to come up with their very interesting examples of 
involvement work. This was because the language of involvement was not one they were 
familiar with. It helped them think about this more effectively to first of all think of the services 
and support they access for their mental health and well-being, and then what ways they 
had influenced these. 

 
In one of the consultations, which had several people whose first language was not English, 
it would have been better to have had one or both co- facilitators who were able to 
communicate in the language of the group, in order to save time. 
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7. What we found out about involvement activities - The Involvement 

Spectrum 
___________________________________________________________________ 

 
“I was really sceptical about being involved but have been surprised at how, if we are 
smart, we can use involvement to really influence things. But sometimes services can 
use [involvement] as a tickbox” 

 
In consulting with the groups, one of our aims was to help develop a national infrastructure 

for service user and carer involvement through mapping and linking up existing activity and 
sharing best practice. To this end, we asked for examples of the involvement people had 
done. We found some interesting examples of user and carer involvement. 

 
Many of the participants we consulted at the Grimsby consultation in North East Lincolnshire 
were also members of NAViGO. NAViGO is a community interest company which now runs 
mental health services (including inpatients wards) in the area, having taken over from the 
local Trust in 2011. Membership of NAViGO is open to any community member including 
service users and carers in the local area, and their votes are of equal worth to those of staff 
members. The membership directly elects the NAViGO Chair and senior staff, and can 
instruct the board to change the CEO every 4 years, as well as proposing and voting on any 
surplus made by working ‘smarter’ or more efficiently. The membership also elects the  
Membership Board, with an equal number of seats for staff and community members. This 
Board joins the most senior staff and non- voting partner organisations to hear issues 
anyone wants to bring up in open meetings regarding day to day operation and running of 
services, and scrutinise anonymised individual complaints to identify what needs to change. 
A service user and elected councillor are also on the NAViGO Community Interest Company 
Board to approve final action plans of a serious enough nature to be presented there also. 
Clearly in this area there was a high degree of meaningful service user and carer 
involvement happening. This was accompanied by a real shift in the power balance, 
resulting in service users and carers being listened to and their opinions informing key 
decisions at every level. 

 
There had been a real shift of power towards service users and carers and this power 
was able to express itself at various levels, including training and recruitment of staff: 

 
“Through storytelling, the staff change, and if they don’t they find themselves looking 
for another job!” 

 
The changes were not just dependent on a few key individuals who were supportive 
of involvement but had embedded themselves into the organisation: 

 
“If the Chief Executive [who is behind service user and carer involvement] were to 
leave, it would be a loss, but we would carry on in much the same vein as before” 
 

 
At the Grimsby consultation, some participants, in addition to being members of NAViGO 
which enabled them to influence service from the inside, were also members of the North 
East Lincolnshire Independent Mental Health Forum. The Forum had an important role to 
play as an independent organisation in routinely scrutinising the running of local services 
and bringing up complaints with senior staff they invited to speak and be scrutinised, such as 
the Head of Nursing or the Chief Executive. The independence of the Forum was highlighted 
as a key strength in its effectiveness: 

 
“An independent forum is needed. We are not specially chosen by staff and aren’t 
beholden to services” 
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Another group, Launchpad in Newcastle, had made educational videos for professionals, 
highlighting the issues and lack of support for young carers. This resulted in professionals 
making more referrals for young carers to access help. 

 
“The film helps evoke an emotional response from staff which promotes a sense 
of personal responsibility towards young carers”. 

 
Genesis, whose members were represented at the Leicester consultation, included carers 
who had developed guidelines for assessing services and could select which services to 
audit: 

 
“[We] developed a local Mental Health Charter with the Local Authority, Social 
Services and Mental Health Trusts. The Charter shows good practice to assess if 
services are working. The Service Users and Carers Research and Audit Network 
(SUCRAN) can choose what services can be audited within the city. There is a lot 
being done in Leicester that is not acknowledged”. 

 
“Our user group visits wards and liaises between patients and staff. We take 
patients for walks on wards and give them a chance to air grievances which is easier 
for them [to do with us] than with staff. By talking to us, staff can learn from us what 
patients really feel”. 
 
Other examples of service user and carer involvement included: 
 

 

 Inputting into the redesign of in-patient wards and the activities programme 
 Training development and delivery, including staff training package co-developed 

with service users, highlighting alternatives to control and restraint (see  
http://www.respecttrainingsolutions.co.uk/index/what-is-respect/), mental health 
promotion & awareness raising, staff training on peer mentoring & experts by 
experience, workplace training on discrimination and awareness raising on domestic 
abuse and training for Police Firearms Units in how to deal with people with mental 
health issues 

 Developing resources including a Mental Health Charter on good practice and a Carers 
Resource Package. The facilitator of developing partners cic had developed a service 
evaluation tool developed for non-native English speakers 

 Speaking out in Patients Councils, Steering groups, Care Programme Approach Carers’ 
Forum and Delivering Race Equality & Care Programme Approach panels 

 Participating in research through doing questionnaires and focus groups 
 Co-designing & commissioning of services with drug & alcohol users group & 

Primary Care Trust 
 Properly informing service carers of the service and support options available to them: “I 

started a carers CPA group as many carers do not get in the CPA process in the 
beginning. Most of the carers complain that they are not involved in the process of 
CPA and are just asked to sign it”. 


 Service evaluation: “I have conducted telephone questionnaires for those 

whose have been out of hospital 6 months or less to evaluate services” 
 Political campaigning e.g. Lobbying MPs and local Councils about closure of services 

and legal action: “A major example of involvement in which service users took part 
was when the PCT took away funding from a local mental health charity. We took 
the PCT to high court and they won this appeared in the local news and it was 
very powerful”. 

 Offering peer services like ward visits 
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 Doing anti-stigma work for anti-stigma campaigns 

 
Whilst not directly developed by the people who accessed this group, the social support 
organization called developing partners cic in Stockton On Tees was using an evaluation 
tool designed for people who have difficulty reading and writing, including people whose 
first language is not English. The tool was designed to make it easier for these people to 
evaluate the role of developing partners cic in their recovery journeys by using a drawing of 
the human body as well as using words. 

 
A useful way of classifying these diverse examples of involvement activities is to see them 
in terms of what level the involvement is taking place at. This includes involvement in: 
 

a. One’s personal care  

 
“You put people on wards and then take away the only things that have meaning for 
them. So it was put into my care package that I was allowed to take my blades on 
the ward with me, though they were locked up. It couldn’t have happened 10 – 15 
years ago” 
 
b. The operational running of an organisation, e.g. its policies, procedures, its services:  

 
“We met the architects of mental health units and had influence on colours, 
furniture, en suite rooms and size of staff room. We also facilitated debate on single 
sex accommodation and got the design changed” 
 
c. Strategic policy – the way services come together more widely  
 
“We stopped commissioners from closing drug and alcohol services in Lambeth” 
 

 

8.  Why bother? The motivation behind involvement 
___________________________________________________________________ 
 
In summary, people said they got involved to: 

 
• Improve services as a result of their own negative service experiences: “I was 

motivated by not wanting to wait in a queue for medication in various states 
of undress”. “I wanted to make changes so other people got better treatment 
[than I had]”  

 
• Stop services from deteriorating: “I want people to get the right kind of care and 

there is a decline in the services, it’s getting worse and I want it to get it back 
to how it was before”  

 
• Give something back to the community  

 
• Aid participants’ recovery by giving them focus and purpose in life: 

“[Involvement] gave me an opportunity to stay well and be productive and 
helped meet my need to be valued”  

 
• Meet other people and have social contact: “I attended training I didn’t know 

where go before and people helped me solved my problems and now it’s like 
a family”. “I was feeling lonely and being involved helped. When you know 
that someone else has been in a similar situation as you it helps with the 
recovery process”  
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• Inspire hope in others experiencing mental distress by telling their own story of 

recovery: “I wanted to inspire others by showing successful stories and the 
opportunity to gain experience in the mental health arena”  

 
• Improve specific skills and self-confidence when being trained to do involvement  

 
• Further a specific cause, e.g. campaigning objective like preventing the closure of an 

existing service  

 
• Challenge negative attitudes, discrimination or stigma: “I became motivated [to get 

involved in anti-stigma work] because of the experience of discrimination in 
the workplace”. “I was hoping to raise awareness in BME communities – going 
into churches to raise awareness that we not all evil and that they may have 
kids who take drugs”  

 
• Get paid  
 
Positive experiences of involvement were reported as encouraging further involvement work. 
 

 

9.  The PPPI Standards and what people said about them 

___________________________________________________________________ 

 
There was broad support for having Standards for involvement. People understood their 
potential value. This was tempered by an acknowledgement that good involvement work 
had been done in some areas, only for periodic structural changes to “bring us back to 
year zero resulting in us having to make our case [for involvement] all over again”. 
The disruptive frequency of organisational change in health and social care meant that the 
memory of what successful involvement looked like was not passed on, other than in the 
collective memory of some service user and carer activists. The most recent example of 
change was that brought about by the Health and Social Care Act. 

 
Another reason that previous involvement initiatives such as Making a Real Difference had not 
made more progress in embedding involvement was that “despite having wonderful 
principles […] they didn’t have teeth, and just disappeared”. Taking the Standards further 
in a way that ensures this does not happen again is explored in Section (10) below. 

 
People did not like the name PPPI, as it sounded like PPI (Payment Protection Insurance!) – 
a credit insurance product with negative connotations. They requested that an alternative 
name be thought of. 

 
Participants also suggested it would be better to see the four Standards as linked together 
in a circle because of the overlap between Purpose and Impact, rather than being presented 
in a linear way. 
 

 

9a General feedback on the Standards 

___________________________________________________________________ 

 
In addition to giving specific feedback on each of the four PPPI standards in turn, 
participants also emphasised some general points underpinning good involvement work 
which underscored all the Standards. These include values informing the human 
relationships between service users/carers and services/support organisations. Meeting 
these requirements helps to build up trust – a vital ingredient for involvement to happen 
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1. Develop quality ongoing relationships with services, which requires commitment and 

time:  

 
“It’s less about process and events and more about relationships. Services 
should have ongoing relationships throughout different incarnations of an 
organisation. Involvement should be at each and every level, all the time, not just 
for a specific project” 
 

2.  Develop more equal power relationships with services: 

 
“The key point is respect and equality in working relationships. . . the service user is 
on the same level as staff, otherwise [involvement] doesn’t work” 

 
“It’s good to get service users talking up to the Chief Executive – that’s part of how 
to get good decision making” 

 
A key point made by the Grimsby group was that non-consensual treatment was not 
conducive to building equality in working relationships: 
 
“You can’t change the power relationships if staff can inflict pain on patients” 
 

3.  Show that you value people, so they recognise their ability to make a difference: 

 
“In developing partners cic people are able to recognise your value whatever your 
background” [in contrast to the rest of society] and […] you feel like a human being 
not like a piece of shit who can bring about change” 

 
This is particularly important since some service users experience being socially 
devalued due to their mental health experience 
 

4.  Be non-judgemental: 

 
“Give assurance that anything they say is ok, they are not judging you” 
“When listening, don’t listen judgementally and don’t have assumptions” 

 
5. See service users and carers holistically, not in terms of labels which do not describe 

whole people:  

 
“Aspects of a person are divided up e.g. language, culture, education, but all aspects 
make the whole person and you need to meet the person where they are and see all 
their context – family, community etc. In consultation you don’t get the whole person. 
You only address a little bit of the person”. 

 
“Take account of a person where they are not where you are and meet that person 
where they are not where you are”. 

 
6. Continually strive to embed and maintain long term cultural change in the values and 

behaviour of services and support organisations. This task was long-term and 
ongoing, as otherwise, the departure of key staff who had been the driving force 
behind genuine involvement would result in the ending of involvement:  

 
“The culture of an organisation is a big thing. Just because you set up with a certain 
culture doesn’t mean it stays like that. You need to keep banging on to ensure it 
stays like that. But we are very embedded in the running of the organisation, so this 
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wouldn’t happen. We would be interviewing the new Chief Executive! If he left 
tomorrow it would make a difference but we would carry on in a similar vein” 
 

 
9b. Feedback on the PURPOSE Standard  
_________________________________________________________________________ 

 
“A lot of times organisations like the NHS are not always honest about what they are 
trying to do. When they say consultation it’s just a stepping stone for them to bring 
something in they have already decided on”. 
 
Feedback included the need for this Standard to highlight: 

 
 The need to genuinely and honestly (not tokenistically) commit to involvement and 

take on board what people are saying: “Involvement is a requirement for 
commissioning [but] it’s like gate crashing someone else’s party. You are 
there but they don’t really want you there”. This needs to change if service 
users/carers are to really believe in involvement work and feel they have a stake in it 

 The value service user/carer involvement brings to services, whilst also 
acknowledging the value of professional services: “The difference between us and 
professionals is they’ve learnt from a book, whereas we learnt from life. The 
thing is to get the two to merge”. This includes the organisational cost savings that 
come from involvement and underlining of the fact that “authentic involvement is 
integral to efficiency” 

 That involvement also happens at the personal care as well as at a broader level 
 The opportunities for service user/carer self-development/furthering their recovery 

journey in doing involvement work itself and through the training received to prepare 
people for getting involved 

 The primary motivation for some service users/carers when engaging in 
involvement is the social contact they get, rather than the involvement work per se 

 The need to challenge stigma 
 

 
9c. Feedback on the PRESENCE Standard  
_________________________________________________________________________ 

 
“If just one service user or carer is on the Board they can feel swamped – it needs a 
minimum of two service users on the Board” 
 
Feedback on the Presence Standard focused on the need for: 

 
 More people from diverse backgrounds to help services and support be more 

informed about the needs of diverse communities. This included better engagement 
with and understanding of issues for multiply marginalised groups (e.g. being gay 
and from a BME community, or using drug/alcohol and mental health services) 

 Better understanding of the impact of structural racism on peoples’ ability/motivation 
to get involved. Echoing the DTOOTS report, BME participants during the 
consultations highlighted the fact that racism within society in general and also within 
services in particular and generic service user groups, created a barrier for them to 
get involved. They felt services often did not really have an understanding of their 
historical experiences of racism, nor did they understand or know how to engage 
with their culture or spiritual beliefs. Services used ‘hard to reach’ as an excuse to 
not make the effort to reach BME people. Some service user/carer groups also 
recognised that they were not reaching other marginalised communities different to 
the demographic of the service user/carer group: “It’s a challenge for us to 
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connect up to minority communities especially East Europeans”. “We could 
try and use texting to reach more young people”  

 Presence of service users and carers at every level of an organisation/project, 
including development, delivery, monitoring and evaluation 

 Committed and credible suitable service user ‘champions’ at the highest 
strategic levels 

 Better respite for carers so they can get involved: “If I do not get any respite I am 
unable to go to meetings. There is no budget for respite so it makes it 
difficult”. 

 Avoiding ‘cherry picking’ some service users and assuming they are representative 
of a wider constituency, in order to tick boxes and not have to face being challenged 
on the way things are done 

 Being aware of the sensitivities involved when describing people as belonging to a 
certain community. For refugees and asylum seekers, there was sometimes a desire 
not to be described as such since it drew attention to a difference they did not want 
to emphasise: “[We] fear the authorities, plus [we] are trying to integrate, [we] 
don’t want to be marked out as separate community” 

 Service users/carers to ideally be seen to represent a bigger constituency or 
community in order to avoid being dismissed as lone mavericks: “You go to 
some meetings and all the people say to you is that you are only speaking 
for yourself, this is a very negative reaction. This has happened a few times 
at meetings. The supposedly professionals do not take us seriously”. 

 Service providers as important stakeholders 
 People who understood how to work the legal and organisational levers to press for 

user/carer involvement. It was felt that this was something NSUN could help with. 
 
 

 

9d. Feedback on the PROCESS Standard  
_________________________________________________________________________ 

 
“We need to be involved at the very beginning, with the development of the service 
rather than just delivery” 
 
This Standard resulted in the most feedback and focused on the need to: 

 
 Promote the right values which service users and carers will pick up on, like respect, 

valuing people, equality and inclusion: “The word the Trusts used to used is ‘core 
values’ – give respect to the service user/carer” 

 Nurture a solid and sustainable infrastructure of grassroots service user/carer groups 
which offer a supportive and nurturing role and signposting to involvement 
opportunities: “We need to stop isolation and be supporting each other as 
service users and carers and be able to come back to a group”. Fears of funding 
being cut were particularly highlighted by the predominantly BME groups we 
consulted with. They highlighted the need for signposting and help with obtaining 
funding for their groups 


 Develop long term relationship building before, during and after the involvement 

activity; before to encourage trust, during to sustain people through the rigours of 
involvement work and after, so service users/carers do not feel used. “The key point 
is respect and equality in working relationships. . . . . the service user is on the 
same level as staff, otherwise [involvement] doesn’t work” 

 Make the process accessible and non-intimidating - “some people are easily 
intimidated by questionnaires, the process of involvement needs to be as easy 
as possible”. “Some people haven’t got broadband access at home” [e.g. to 
do online questionnaires]. The impact of peoples’ past life experiences should be 
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taken into account when trying to understand what they might find intimidating, and 
care should be taken to avoid actions and situations which might inadvertently put 
them off. Said one refugee about his distrust of anyone seen as representing the 
authority: “We refugees come from places where whenever someone tries to 
count how many people are from a certain group, it is a prelude to genocide”  

 Provide support according to the type and level of involvement undertaken (e.g. 
influencing personal care or broader level involvement). “Involvement is not a 
one size fits all neither is the type of support people [engaged in 
involvement] need” 

 Be aware of the impact of cultural values and gender norms on peoples’ ability to get 
involved and modify involvement to make it easier for them to participate: “Where 
I’m from as a man, it’s not easy to say what your problem is as a man. You 
are supposed to say you are fine”. 

 Effective service user involvement co-ordinators in each local area 
 Provide essential material resources e.g. mobile phones where necessary - “Service 

users might not have enough credit on their mobiles to ring 50 service users – 
they need to be given practical resources” 

 Provide training and support as needed: “For contract negotiations we were 
involved in, we ensured that service users got interview training, being a 
Trustee, Committee work governance right the way to interviewing the Chief 
Executive”. “Involvement is not a one size fits all neither is the type of support 
people need”. “Service users need to be trained and knowledgeable about 
involvement, boundaries and confidentiality, poly-drug use, crack cocaine. 
They need to learn generic terms and the laws behind it”. Support can also be 
emotional support: “We did a presentation at the IAPT and I broke down but I 
was supported and that was a good experience”. “If people don’t have the 
support they feel they need, they may not feel comfortable to express 
themselves or [may be] overwhelmed, then it is really quite pointless” 

 Make the involvement process interesting - “you need to entice people to get 
involved because sometimes people get bored. If you are bored you won’t fill 
in a form accurately, you will just tick a box” 

 Embrace diversity and meet peoples’ around food. Some participants may expect 
food. This is sometimes related to strong cultural expectations: “Whether 
celebrating something or passing away, you have food”. “Food always brings 
people together, though we are not expecting Michelin star food” 

 Provide translators and interpreters if necessary. “Some may be fluent in English 
but I am not confident to speak in public so they need to be prepared 
beforehand they should be allowed to write the questions and give it to be read 
out. Those important subtle things needs to be put into place”. 

 Assure people of confidentiality if this inhibits people from getting involved 
 Offer appropriate childcare costs - “If no childcare is provided [participants] 

can’t come because their priority is their children” 
 Give adequate time to prepare for meetings. If not given, service users/carers might 

feel their involvement is tokenistic: “When you are called into a consultation you 
should receive the documentation way beforehand but we have actually 
received papers 10 mins before we went into the meeting”. 

 Minute the comments of service users/carers at meetings, thereby helping them feel 
their contribution is recognised and valued 

 Avoid involvement activities on cultural or religious holidays like Vaisakhi (a 
Sikh festival) if this will prevent service users/carers getting involved 

 Have excellent communications between service users/carers and services/support 
organisations throughout the involvement activities 

 Use accessible, non-stigmatising jargon-free language 

 Be transparent and fair during recruitment and avoid favouritism and ‘cherry picking’ 
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 Avoid mornings for involvement work as it makes it difficult for some people on 

medication to get involved 
 Regarding payment, offer fair and prompt payment for one’s contribution: “It’s an 

enormously big task for an organisation that gets as little money as we do, to 
collate all those questionnaires”.. Recognise that involvement involves some 
costs relating to transport fares, the need to buy refreshments and washing clothes: 
“A lot of people don’t get involved because of travel costs they don’t have 
means to get involved”. Also, understand the possible impact on benefits of being 
paid (6) Pay for transport and other costs. Some people acknowledged that not all 
service users/carers contribute in a way that would be expected of them at 
involvement activities: “The social aspect of attending forums is also important 
but some people just come for the money which can be counterproductive”. 
Also, respect peoples’ preferred method of payment (some people using drug and 
alcohol services felt it was best in some cases not to get paid in cash because of the 
temptation to spend it on drugs or alcohol. However, others felt that making this 
assumption was infantilising them and they would rather receive a cash payment) 


 Think of other appropriate ways to recognise and value peoples’ involvement. Some 

people felt that this could be through a star recognition system, though others found 
this patronising 

 Use creativity so people can express themselves and harness their strengths rather 
than having to conform to bureaucratic ways of doing things 

 Monitor and evaluate the process of involvement itself 
 Develop an involvement charter that requires organisations to keep to standards 

of meaningful involvement (e.g. the PPPI standards) 
 

 
9e. Feedback on the IMPACT Standard  
_________________________________________________________________________ 

 
“The end result should have outcomes or else what is the point and we should be 
informed of these outcomes”. 
 
Feedback on the impact highlighted the need to: 

 

 Emphasise the benefits to services of undertaking involvement - “The training we 
do as experts by experience is more enlightening than other training and 
recognised as being much more powerful and helpful”. Other benefits to 
services include increased legitimacy of services amongst service users and carers. 
Whilst Social Return on Investment was seen as another incentive for services, there 
was a recognition that this needed to be better evidenced - “We need to evidence 
the Social Return On Investment”. 

 Emphasise benefits to service users/carers, not just to services – “It can’t always 
be about what you do for others, if I can’t see the difference in myself then I 
will never see any point in doing any of it [involvement]”. “Since starting 
involvement and speaking and making presentations, I can see the difference 
which makes me want to continue getting involved”. The benefits to recovery/re-
integration into society are for some people linked with specific issues like the 
increased potential of getting paid/voluntary work: “Through the Forum, quite a lot 
of people got jobs, e.g. as STR workers”. “Employment makes people better 
even if it’s voluntary work” 

 Mobilise service users and carers to obtain feedback from people using services in 
order to get honest feedback on services service users need to decide how impact is 
measured 
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 Whilst difficult to measure, focus on cultural change within organisations, e.g. in 

terms of better relations between service users/carers and staff, and not just on 
more easily quantifiable tasks 

 Avoid tokenism 

 Have the weight of numbers in order to implement change 

 Link final impact to desired purpose from the beginning to help make it a reality 
 Always measure impact, otherwise how are we to know it has made any difference 

and is not being done for tokenistic reasons?: “In some places there is tokenistic 
view that some impact is made and so that’s ok but this is not measured” 

 Involve service users/carers in developing the criteria for a good service: 
 Develop long-term positive relations with services to maximise long-term impact, 

though this does not mean not being critical when the situation demands 
 

 

10. What are we going to do next? 

___________________________________________________________________ 

 
“Making A Real Difference failed despite having wonderful principles [because 
it] didn’t have teeth and just disappeared” 

 
The consultations were an important step in NIP’s development of a national network of 
service user and carer involvement. We will use the contacts gained through the 
consultations (as well as through the work being done as part of the NIP work in the pilot 
areas in London, East Midlands and the North East) to help spread awareness of the 
PPPI standards. We will also monitor their implementation and impact once the standards 
are adopted. 

 
We got in touch with many emerging and innovative examples of involvement which we will 
be promoting through our networks in an effort to spread innovative practice. This includes 
an article in Mental Health Today Magazine to be published in the spring about the setting 
up of NAViGO’s work in Lincolnshire. The feedback we got regarding training needs will 
also inform the design of NSUN’s service user leadership training later this year. 

 
Participants recognised the value of having standards for service user and carer involvement 
and the wider strategic impact they could make if properly adopted and monitored and 
evaluated. 

 
However, participants felt that the current policy context had in some ways put back the 
involvement agenda: “The Health and Social Care Act has brought us to Year Zero 
again resulting in us having to make our case [for involvement] all over again”. There 
was also a feeling of a loss of focus on involvement due to increased marketization: “Even 
the voluntary and community sector is doing away with involvement because the 
focus is much more on marketed contracts. It’s all about providing with a certain 
amount of money”. 

 
They questioned whether in the current political climate there would be sufficient 
commitment within services to the Standards. This was especially so given the increasing 
commercialisation of health and social care: “In the brave new world, who is going to be 
able to call Foundation Trusts and private providers to account if they are not 
coming up to scratch on the standards?” One suggestion was to ensure that any 
contracts outsourced to commercial suppliers would have minimum standards for service 
user and carer involvement. 

 
Some participants wanted more clarity as to who would monitor the adopted standards for 
quality. “People can easily sign up, but you need national and local monitoring – not 
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just signing up but also accrediting it”. Making organisations accountable and ensuring 
they kept to the Standards was a concern, especially regarding the new Clinical 
Commissioning Groups: “Everyone is concerned about clinical commissioning – they 
don’t answer to anyone. There is nothing in place to ensure they are answerable to 
the community they serve”. Participants expressed the need for a central organisation to 
drive forward momentum nationally, and for local groups to oversee what was happening 
locally. This is something The National Involvement Project is continuing to think about. It is 
vital that the standards do not become the very type of tick box exercise that they are 
designed to counteract. 

 
Whilst we encountered many strong user groups, there was concern expressed that the chill 
wind of cuts was negatively affecting user groups ability to undertake involvement work. This 
was particularly highlighted by BME groups and this concern directly echoes the fears raised 
in the Dancing to our own Tunes report of an erosion of the infrastructure of BME grassroots 
organisations, including refugee and asylum seeker groups. Service user and carer groups 
not only provide signposting and support to undertake involvement, but are sometimes also 
a source of social support, and offer a sense of community and ‘family’, advice and 
identification with people in similar circumstances for marginalised individuals. It is all the 
more important for the Project to provide a strong infrastructure for involvement, though it 
will not entirely negate the disruptive effect of the cuts in the capacity of service user, carer 
and community groups to plan long term: “Funding is always a problem, because if it is 
cut you will have to stop what you are doing and you might be wasting your time with 
something you set up, which might be pulled away”. The cuts are disproportionately 
falling on poorer inner city councils, and are likely to affect socially, economically deprived 
communities and BME communities most. 

 
Many of the other central concerns of the Dancing to our own Tunes report were also repeated 

in the consultations. This included the worry of people from African and African Caribbean 

communities about continued tokenism. African Caribbean participants spoke of how some 

service users were “in a dark place” because of their mental distress and medication. This 
sometimes hindered them doing involvement work. Another factor that put them off getting 

involved was the reluctance of some services to acknowledge racism and discrimination within 

services. African Caribbean service users also expressed an urgent need to create more 

opportunities for young black men to get involved. The National Involvement Project needs to 

prioritise the involvement of marginalised groups, including African and African Caribbean 

service users and carers. This is particularly so given the continued disproportionate use of 

sectioning and compulsory treatment against these communities. One way of doing this would 

be through the Service User Leadership courses planned for the three Project Pilot sites in 

London, East Midlands and the North East. 

 
However, we must also engage more widely with a range of minority ethnic groups thereby 
reflecting the increasing ethnic diversity of society: in the consultations almost all BME 
participants were African, African Caribbean or South Asian. We must also continue to 
engage with other marginalised groups, including women, older people, lesbian, gay, 
bisexual and transgender people and refugees and asylum seekers. 

 
In addition, the Project should consider developing the Standards with other disability 
groups outside mental health to make them broadly applicable to disability groups outside 
mental health. Working together with service users and carers from areas like drugs and 
alcohol and physical disability could increase the collective power of the user and carer 
voice in involvement and provide momentum to more joint working on a range of issues. 
Consulting with 15 people who accessed drug and alcohol services as part of the 
consultations was a potential beginning to this. 

 
A particular area of involvement that people identified as something that needed more attention 
to how to engage more effectively in the political decision making process, whether  
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at local or national Government level: “We need training in how to influence higher decisions 

e.g. influencing at Town Halls”, “There should be a service user champion at Government 
level”. The National Involvement Project - through its NSUN partner – is already signposting and 

supporting service users to participate as members of the Ministerial Advisory Group on Mental 
Health level. Through its Service user Leadership courses already being rolled out in London and 

later in the NIP work to the East Midlands and North East, we will be enabling and supporting 
service users to get involved in campaigns and lobbying work. It is recognised that this kind of 

work requires determination: “It’s finding someone who wants to do campaigning – it’s a lot 
of work when you get involved in politics”. 

 
“We need to monitor the outcomes on peoples’ life journeys e.g. where someone has 
ended up in terms of job”. [We need] to have an involvement network to gather evidence 
to push these things forward”. Finally, if we are to convince services and commissioners of 

the value of involvement, we need to develop an evidence base showing the usefulness of 
involvement for all the stakeholders. This includes developing the business case for involvement, 
particularly by referring to Social Return On Investment (SROI). NIP can potentially be a key part 

of a network which will feed into this information gathering. 
 
 

 

APPENDIX A – Evaluations & feedback  
___________________________________________________________________ 

 
N.B: The figures and tables below do not include the 20 people who came for the  
Catch-A-Fiya consultations as we did not collect any demographic data for them. 

 
An overwhelming 93% (87) of participants said they found the consultation “useful” overall 
as can be seen from the graph below 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Fig. 1 
 

 
What they found useful was: 
 

• Learning more about the NIP work   
• Being “in at the beginning of change”, influence the involvement agenda and 

be “part of something that is going to be great for service users and carers”   
• Sharing examples of good practice in involvement  
• Developing a better understanding of what is needed for meaningful involvement   

– one person even said they would reflect on the standards when setting up their 
own support group   

• Reflecting on the work that had been done locally   
• Networking  
• Socialising   
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• Feeling listened to and valued  
 

 
Participants were asked to rate a number of statements relating to their experience of 
participating in the consultations. The questions and mean scores are given below: 

 
 I understood the purpose of my involvement at this event  
 I felt I was listened to and that my opinion was valued  
 I found information that was given to me clear  
 I have learnt something new from this event  
 I felt able to participate 

4.4 
 

4.3 4.3 4.3 
 

 
4.1 

 

      

  1 = very poor, 5 = very good 
73% of participants did not find  it difficult to participate in the  
consultations as shown by analysis of the answers to the question below on the evaluation 
form: 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Fig.3 

 
 
The few reasons people gave for finding the consultations difficult to participate in included: 
 

• Personal anxiety  
• Having to make child minding arrangements  
• Aspie muteness   
• Not understanding some of the jargon used at one of the consultations  
• Having to leave early due to external commitments  

 
In fact, the majority of comments even in this section focused on the positive, as typified by 
comments like “It was very informal/inclusive” and “It was clearly explained the purpose 
and it was friendly non formal environment” [sic]. 

 
Participants were also asked if they had been stimulated to develop new plans or ideas as a 
result of the consultation discussion. 50% (47 people) said they had. This is a high 
percentage given this was our first contact with most of the groups. 
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Fig.4 
 
The new plans they had ranged from the general to the very specific, and included: 

 
• Using the PPPI standards to measure the local LINKs legacy and also use them 

to reflect on the workings of the local Healthwatch   
• Using the standards to inform the development of a new Hepatitis C group   
• Making NHS colleagues more aware of how to involve people in the future   
• Joining NSUN  
• Getting more involved generally in community involvement initiatives and Forums  

 

 
Participants were asked to give their top tips for involvement. They said that organisations 
requesting involvement should: 

 
• Demonstrate the right values – like integrity, open mindedness, honesty, 

compassion, inclusion and equality, and respecting confidentiality. People 
very quickly sensed when organisations did not have the right values and 
quickly became disenchanted with involvement work   

• Have excellent communications   
• Provide access to appropriate confidence building and other training if needed  
• Provide proper support as back-up for when things go wrong   
• Pay people for their involvement work  

 

 
Participants said service users and carers undertaking involvement should: 
 

• Develop good relationships with services and support organisations   
• Be non-confrontational and diplomatic, but also question and challenge power 

relationships when appropriate   
• Have a strong motivation for and understand the purpose of involvement work  

 
 
 
 
APPENDIX B - Demographic information 

___________________________________________________________________ 

 
The evaluations revealed the following information about the participants’ ages. 
Percentages are given followed by numbers of participants in brackets 
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Fig. 5 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Fig 6 

 

 
We consulted with people from diverse ethnic communities, though the sample 
was somewhat biased in favour of Indian communities: 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Fig. 7 
 
 
 
 
 
 
A big majority of participants were heterosexual: 
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Fig. 8 
 

 
The final three questions concerned participants’ disability status and whether they 
accessed services to meet their mental health needs: 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
Fig. 9 Fig. 10 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Fig. 11 
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APPENDIX C - NIP Consultation questions & session plan 
 

EVENT:     SESSION:  Facilitators/s:    
 

           
 

DATE:     AIMS:      
 

      To record & explore the different types of involvement experiences participants have engaged in to 
 

      establish a dataset of core involvement characteristics    
 

     

 To establish the characteristics of good & bad involvement for the purpose of assessing quality 
 

TIME:     
 

      To understand the motivation for involvement    
 

      To introduce & look at the principles & values of the PPPI baseline involvement standards 
 

      To scope for any gaps or missing elements in the involvement  process    
 

      To establish a network of involvement experts & a resource of involvement expertise 
 

VENUE/ADDRESS:   OUTCOMES:      
 

       More examples of involvement practices    
 

       Different interpretations, settings, contexts, applicability & relevance of involvement across diverse 
 

      communities, organisations & sectors    
 

       A well - being approach to individual ,/ personal / strategic / operational involvement 
 

       A baseline & a mechanism for good involvement practice    
 

       
 

TIME OVERVIEW ACTIVITIES    RESOURCES/ROOM 
 

         LAYOUT/ CHECKLIST 
 

20 MINS  Arrive & coffee  Welcome & Introduction    Introductory exercise 
 

  Introductions  Check in      / ice breaker 
 

    Explanation of consultation    
 

    Overview of session      
 

15 MINS Question 1: Type  Have you had any experience of influencing services and if so what?   Flip chart paper 
 

 of involvement  Can you say a bit about what you did? e.g. selection panels, monitoring, education   Pens 
 

 work  and training, commissioning, user led services etc.    
 

      
 

15 MINS Question 2:  What interested you in involvement work? How did you get involved? What  Flip chart paper 
 

 Motivation for  motivated you to get involved? What did you hope to achieve?  Pens 
 

 involvement work          
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15 MINS Question 3: What    What was positive about it? What could have been improved about it?  Flip chart paper 
 was your   Pens 
 experience like    

 overall?    

15 MINS BREAK    

     

25 MINS Question 4: Purpose – was this agreed and explained clearly beforehand?  Flip chart paper 
 Looking at your   Pens 
 experience in more Presence – Were the people most affected (e.g. service users, refugees, BME people,   

 detail women etc.) involved at all stages of the project or at all levels of the organisation and   

  in different ways, and to what extent were you involved in a meaningful way?   

  Process - What went really well? What could have been improved / done differently?   
  E.g. diversity and equality, recruitment and selection, communications and information,   

  support, training, payments, feedback   

  Impact – Do you think you made a difference? Was this communicated to you? What   
  was the difference? E.g. ethos, policy and planning, delivery or outcomes/outputs? Any   

  tools for measuring or monitoring service user involvement you can recommend?   

15 MINS Question 5:    Please say what was positive and what was negative?  Flip chart paper 
 Summarise your   Pens 
 experience of    

 involvement    

EVALUATION / REVIEW / EXPENSES 20 MINS Evaluation sheets (20) 

  Ask every one for one work that reflects the day   
  Ask participants to complete the evaluation sheets   

  Complete expenses & claims forms   

FINISH  Thanks   
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APPENDIX D – Evaluation & demographics form 
 
 
 
 
 
 
 
 
 

National Involvement Partnership evaluation form & demographic information  
‘Involvement & Influencing for Improvement’ 

 

EVENT:  
LOCATION:  
DATE:  
EVENT FACILITATOR/S: 

 

Please score the following questions by circling the number that is closest to how you feel:  

1 = very poor  2 =poor  3 =okay  4 =good  5 =very good      

I understood the purpose of my involvement in this event 1 2 3 4 5 

I felt I was listened to and that my opinion was valued 1 2 3 4 5 

I found information that was given to me clear 1 2 3 4 5 

I felt able to participate 1 2 3 4 5 

I have learnt something new from this event 1 2 3 4 5 

      

Was this event useful to you?   YES  NO 

Please say what you got out of it      

      

Was it difficult for you to take part in this event?   YES  NO 

Please say in what way      

      

Do you have any new plans or new ideas as a result of taking part in   YES  NO 

this event?      

Please can you tell us about them      

      

What are your top tips for good involvement?      
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Age (Please tick one box only) 
 

18-25 


 26-35 


 36-45 


 46-55 


 56-65 


 66-75 


 Over 75 


 

Gender (Please tick one box only) Male 


 Female 


 Transgender 


 
 
Ethnicity (Please tick one box only) If you tick “other”, please describe your ethnic background 

 

 White  Black British  
 

 British  African  
 

   
 

 Irish  African Caribbean  
 

   
 

 Other……………………………………….  Other…………………………………….  
 

   
 

 

 Asian/Asian British  Mixed heritage  
 

 Bangladeshi  White and African  
 

   
 

 Indian  White and African Caribbean  
 

   
 

 Pakistani  White and Asian  
 

   
 

 Other……………………………………….  Other……………………………………….  
 

   
 

 

 Chinese  Gypsy/Traveller  
 

 Chinese British  Irish traveller  
 

   
 

 Other Chinese  Gypsy  
 

   
 

   Romany  
 

    
 

     
 

 Other ethnic background    
 

 ………………………………………………..   
 

    
 

 

Sexual orientation (Please tick one box only) 
 

Heterosexual 


 Gay 


 Lesbian 


 Bisexual 


 Other............................


 

Do you have a disability?  Yes 


 No 


 

If yes, please describe    

………………………………………………………………………………………………………………………………………………………………… 
 

Do you have a mental health diagnosis? Yes 


 No 


 

If yes, please describe  
………………………………………………………………………………………………………………………………………………………………… 

 

 

Do you use community, health or social services of any kind to meet your mental health needs?  
Yes 


 No 


 If yes, 

please describe  
……………………………………………………………………………………………………………………………………………………………………… 

 

All data collected on this form is strictly confidential and totally anonymous 
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